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Abstract: I work as a chaplain with people with intellectual disability in a church 
based agency which provides lifestyle support for people who have moved from 
institutions to community living. In my work I support people who are dying and 
their careers. 
This presentation is a reflection on the spiritual journey of a man dying from lung 
cancer and the new life that he discovered. As he explored the spiritual questions 
of identity and connectedness he discovered that, rather than being alone in the 
world, he had a family who cared about him. Implications for research with 
respect to informed decision making and appropriate support will be explored. 
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As a chaplain in a church based human service agency I was asked to talk to a 
man with a mild to moderate intellectual disability who had just been diagnosed 
with lung cancer. I want to share some of his story and then reflect on three 
issues that emerged from it. 
 
JC was 66 years old and he believed that he was born in Woollongong, NSW 
and lived there at the hospital until, at the age of fourteen he was sent 1500 
kilometres away by his family, to the Challinor Centre in Ipswich, Queensland. JC 
was very angry because of the horrors he had experienced and seen in this 
institution. He felt unloved and abandoned by his family. If Challinor ever came 
up in conversation he would shudder and say “I hate that place” and then add “ I 
was there 23 years”.  
 
I had met JC for the first time in 1978, about 6 years after he had moved from the 
institution into a hostel with 14 other men run by the church. At that time funding 
for accommodation was linked to the provision of work. A workshop and an 
activity therapy centre was next door to the hostel. JC worked in the workshop. 
 
The approach taken by the church at that time was to provide people who had 
grown up in institutions with an experience of family, an experience of 
acceptance and positive regard where strong bonds were formed between 
people.  Unfortunately there was often a strong paternalistic tone, especially with 
respect to sexuality and self-determination. 
 
When the Commonwealth Disability Services Act was enacted in 1986 the 
church began to slowly change to the rights based independence model and later 
the valued social role model of service delivery.  Hence three years later, JC 
moved into a house in the community with two friends from the hostel. 
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As we sat together talking about the diagnosis of lung cancer, death and 
funerals, JC said that he wanted to find out if there was any of his family still 
alive. 
 
The support staff contacted the Salvation Army Family Tracings Unit.  With their 
help JC discovered his mother’s birth certificate, her death certificate and her 
grave.  He discovered that his mother had lived in Wooloowin (not Woollongong 
as he had mistakenly thought) ever since his birth, but she was never allowed to 
visit him at the Nudgee orphanage, which was only four suburbs away.  JC’s 
mother was buried in the Nudgee cemetery. 
 
JC also discovered that during his childhood an Aunty (mother’s sister) visited 
him regularly and sometimes brought his cousin to visit as well.  The Family 
Tracings Unit was able to find this cousin for JC and they started corresponding 
with each other via cassette audio tapes and letters.  About 10 months later, 
when JC’s medical condition sharply deteriorated she declared that she was 
going to come to Brisbane to stay and nurse JC to fulfill his desire to die at home.  
After two months of home care JC died, at home, with his cousin by his side.  
About 150 people attended his funeral, and as he had requested, he was 
reunited with his mother in the grave.   
 
The three issues that I want to raise are two ethical issues of firstly truth telling, 
secondly decision making and choice and thirdly the spiritual question of identity 
and belonging. 
 
What do I mean by ethics and spirituality?   
 
Spirituality is broader than religion.  Spirituality is a basic human desire to make 
sense of life and death, to be able to locate ourselves in relation to the divine, to 
other people and the environment, to be able to discern meaning and purpose, to 
become integrated human beings (Clarke & Cardman, 2002, p. 24). 
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Historically ethics has been the intellectual domain of moral philosophers who act 
as experts on our behalf, to give impartial consideration and advice on life 
problems and dilemmas (Clapton, 1999, p. 266). This approach is generally 
unhelpful and for people with intellectual disability it is unethical (Clapton, 1999).  
I want to suggest, that as part of our spiritual journey, both individually and 
collectively, ethics is something that we all do as we strive for consistency 
between our beliefs, values and actions.  Another way to say this is that ethics is 
about connecting our heads to our hearts to our hands.  This way of doing ethics 
is about confronting ‘evil’ in our lived experience and deciding together what is 
good and just (Isaacs, 2002, p. 3f). 
 
Truth telling is an important foundation. 
 
When JC and I sat together to talk about his hopes and fears following the 
diagnosis of lung cancer, it seemed to me that it was important to speak honestly 
about death and dying. He spoke of his fear of hospitals, doctors, needles and 
the pain they had caused him in the past. JC decided that he did not want 
medical intervention. He refused a liver biopsy, chemotherapy and radiotherapy 
after it was explained to him. These adamant refusals were unusual for JC. All of 
his life he had behaved in ways to make other people happy. He did not like 
conflict and was good at placating others. What had changed? 
 
As we spoke about death and dying, I asked him about his history. Despite the 
fact that he was still angry about being institutionalized, 29 years after getting 
out, he said that he wanted to find out if there were any of his relatives still alive. 
When we discovered his mother’s grave and found his cousin, JC’s mood began 
to change. He became more sure of himself, he was less shakeable with his 
decisions, there was less anxiety, he was more at peace with himself and others. 
It is my contention that truth telling in an ethical conversation where there is an 
honest understanding of experience can be liberating. It can open doors to a new 
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life. Truth telling is about getting the full picture. What are the person’s truths  and 
beliefs? What are the person’s fears and desires? As the listener in the 
conversation, What are my truths and beliefs? What are my fears and desires? 
Practitioners need to be self-aware to guard against projecting our fears and 
desires onto others. 
 
A consequence of truth telling is decision making and choice. 
 
JC’s decision to refuse medical interventions meant that a number of other 
decisions had to be made quickly. A Last Will needed to be completed. An 
enduring Power of Attorney needed to be organized so that in the event of JC 
being unable to manage his own affairs this person can make legal and financial 
decisions. This person was present but did not need to intervene during all the 
negotiations between JC and health care professionals for medical decisions 
until the end. 
 
One of the ethical considerations for the collaborative group that centred around 
JC was being aware of the way in which power was exercised in the process of 
decision making. Was it power-against, power-over, power-for or power-with the 
person making a decision? (May, 1974, chs. 5,6). 
 
The agency that provided a service to JC had a legislated responsibility to 
support JC and his decisions with the practices of duty of care, least restrictive 
alternative and the dignity of risk. 
 
Staff were determined to support JC for as long as possible to fulfill his desire to 
die at home. Early on, due to a shortage of funding, the service believed that it 
would have to relinquish support of JC as soon as the support hours exceeded 
40 hours per week. However the discovery of his cousin who came to live with 
JC for the last months of his life, meant that he was able to die with dignity, 
surrounded by family and friends. 
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Life’s journey in some way could be described as our journey to dying, and as we 
get close to it, the spiritual questions of identity belonging, and purpose  become 
stronger. I believe that JC’s desire to find his family was his spiritual quest. His 
only other spiritual request was that I pray with him so that he would not feel the 
pain of his growing cancer. JC only needed morphine in the last week of his life. 
The desire to know who we are in relation to other people (also other living 
things) is very deep and fundamental. Even if our family of origin was not a good 
place to be, at least there is a reference point from which or around which, 
identity and purpose can be derived and developed. This basic starting point was 
one of the fundamental losses and absences that JC experienced as he grew up 
in institutions. 
 
A common response of staff when a person with an intellectual disability wants to 
find their family is, How will they cope emotionally with the possible rejection of 
family for a second time? The desire to know can be risky. The risk of rejection 
and also the risk of discovery of location and belonging needs to be well 
supported. There are no simple answers or formulas to follow. Answers can grow 
out of relationships of ethical engagement where there is truth telling and 
collaborative decision making . 
 
Happily the impact on JC was positive and life giving to him. It may not have 
extended his life, but he was restored to his family which he thought was lost and 
gone forever. 
 
In the last 12 months of his life JC did find a new life, a new reason for living as 
he was dying. His funeral was a celebration of a rich life, of fear and rejection, of 
acceptance and care, of being listened to and having his decisions respected 
and fulfilled, the deep peace of knowing that he had a family who cared for him 
and the discovery that he belonged. 
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